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ABSTRACT
An Exploratory Study of 
Terminal Syndrome
Phyllis Jean Adams 
BSN December 1985, Old Dominion University 
Director: Brenda S. Nichols
A common language would add focus and clarity to the complex needs of 
dying patients and would enhance quality of patient care. The purpose of this 
study was to establish the identity of a syndrome related to nursing care of the 
terminally ill patient, regardless of a malignant or non-malignant disease origin. 
Orem’s self-care deficit theory of nursing (1985) and Kubler-Ross’s stages of 
dying (1969) provided the theoretical framework for the study. The sample 
consisted of completed medical records of 15 randomly selected chronic 
obstructive pulmonary disease patients and 15 randomly selected cancer patients. 
Defining characteristics, nursing diagnoses, and nursing interventions were 
obtained separately and in combination by the Investigator-Developed Tool 
(Adams, 1992). Several commonalities were noted within these areas; and a 
clustering of data between the two groups emerged. The commonalities between 
the two groups are: 1) Defining Characteristics - dyspnea, anxiety, abnormal 
breath sounds, dry skin, pale skin, pain, anorexia, presence of pressure sores, 
incontinence, and generalized edema; 2) Nursing Diagnoses - high risk for altered 
respiratory function, anxiety (individual and family), skin integrity (impaired and
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high risk for impaired), altered comfort: pain, high risk for infection: related to 
intravenous therapy, high risk for injury: trauma (falls), and altered nutrition: less 
than body requirements; 3) Nursing Interventions - from the above nursing 
diagnoses associated interventions were studied. Agreement between the two 
groups in chosen interventions ranged from 27% to 48%. A clustering of data 
has been documented to support the establishment of Terminal Syndrome.
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CHAPTER 1
Introduction
Many terms, definitions, and viewpoints have been used to describe the care 
rendered to the terminally ill patient. Among the terms used to describe this 
care are palliative, compassionate, humanistic, and supportive (Higginson, Wade 
& McCarthy, 1990; Kaiser, Ringenberg, Moore & Rosenow, 1988; Somarel, 1989; 
Davies & Oberle, 1990). A shift has been noted when describing terminal care 
from curing to caring (Caswell & Omery, 1990; Eakes, 1990; Fleming, Scanlon, & 
D’Agostino, 1987), and can lead to confusion as to who is a terminally ill patient. 
Because of this confusion, defining those patients considered to be terminal is of 
concern to nurses. In a study of 56 subjects Cowley (1990) found "doctors and 
nurses differentiate between dying patients and those dying from cancer." The 
subjects believed that unless there was a diagnosis of cancer, there was no need 
for terminal care. Others believed that terminal care may be needed regardless 
of the disease origin (Hockley, 1989; Saunders, 1983).
Terminal care has been defined by Gooch (1988) as having symptoms 
controlled and quality of life maintained. This definition captures the common 
underlying theme that emerged when care of the dying was examined. Terminal 
care can therefore be applicable for any patient experiencing the terminal phase
1
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of illness regardless of the disease process. Although there is an underlying 
theme, the actual components of terminal care are somewhat illusive (Caswell & 
Omery, 1990; Davies & Oberle, 1990). Nurses feel unprepared to effectively 
provide care to the dying patient due to this lack of information and to the lack 
of adequate preparation (Field, 1989; Reisetter & Thomas, 1986). The 
practitioner needs clear guidelines to direct the care delivered to the dying 
patient.
The use of the nursing process could serve as a guide for nurses and could 
facilitate a more holistic approach to the terminally ill patient’s care. However, 
there are many nursing diagnoses that may be chosen for the terminally ill 
patient just as there are many terms and definitions used when describing the 
care needed by the terminally ill patient Singular diagnoses do not describe 
what is inherent in the multi-faceted care of the terminal phase. In order to 
address the gap between singular nursing diagnoses and the complexity of care 
needed, the North American Nursing Diagnosis Association (NANDA) has been 
investigating the establishment and utilization of syndromes.
A nursing diagnosis of Terminal Syndrome may identify the complexities and 
interrelationship needed to add focus and clarity among the many diagnoses, 
terms, definitions, and viewpoints. If established, this proposed diagnosis may 
make the care of terminally ill patients more holistic, comprehensive, and 
consistent. This diagnosis and its associated components were first proposed by 
Caswell and Omery (1990). However, the syndrome was not defined according
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to NANDA standards and does not appear generalizable beyond the specific 
setting studied: Intensive Care U nit Research is needed to establish the nursing 
diagnosis of Terminal Syndrome.
Purpose
The purpose of this study was to establish the identity of a syndrome related 
to the nursing care of the terminally ill patient, regardless of a malignant or non- 
malignant disease origin.
Problem
Death is an inevitable fact that nurses confront at some point in then- 
professional careers. Nurses need to be prepared to meet the challenges of 
caring for the dying patient and their family. However, there is a lack of 
information on how to provide terminal care (Davies & Oberle, 1990; Caswell & 
Omery, 1990). Due to this lack of information, nurses feel unprepared to render 
such care (Field, 1989). Additionally, there is concern regarding who is the 
terminally ill patient. A patient with a malignant disease is viewed as terminal 
(Cowley, 1990), but other patients with different disease origins may not be 
considered terminal. Cowley (1990) believed there was a need to improve care 
for all dying people and not just those with a malignant disease.
Kaiser, Ringenberg, Moore, and Rosenow (1988), in a study of 508 subjects, 
identified the need for institutional protocols to decrease the problems associated 
with care of the terminal patient. Instead of institutional protocols, the use of
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
the nursing process could have a greater impact on the care of patients with a 
terminal disease. Care would be nurse-prescribed and could therefore be 
individualized as opposed to protocols which are universal. In essence, terminally 
ill patients could receive more holistic care if the defining characteristics and 
interventions inherent to their care were captured in one single term, such as 
Terminal Syndrome. This study examined data to identify if a nursing syndrome 
associated with terminally ill patients and the nursing care received existed. The 
findings of this study could serve as a guide for nurses and provide more insight 
into the nursing care delivered to terminally ill patients.
Theoretical Framework
Orem’s self-care deficit theory of nursing (1985) and Kubler-Ross’s stages of 
dying (1969) serve as theoretical frameworks for this study. The formulation of 
nursing diagnoses and implementation of all aspects of the nursing process is 
supported by Orem’s theory, while Kubler-Ross’s theory supplements Orem’s 
work in the assessment of the terminal patient’s needs.
Orem (1985) refers to her work as "a general concept or theory of nursing 
that explains the relation of the nurse to persons or groups under nursing care." 
Self-care is defined as actions directed to self or the environment in order to 
regulate one’s functioning and to maintain a condition of well-being. Well-being 
is a state characterized by experiences of contentment, by spiritual experiences, 
and by movement toward fulfillment of one’s self-ideal. This state is most often 
associated with health but may occur for individuals under adverse conditions
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
such as the patient with a terminal disease.
Therapeutic self-care demand is defined as the measures of care required to 
meet existent requisites for regulatory action. Three types of self-care requisites 
are identified by Orem (1985): 1) universal - which are common to all human 
beings and include air, water, food, and the maintenance of living conditions that 
support the life process; 2) developmental - which are associated with specific 
stages of the life cycle; 3) health-deviations -- which are associated with illness, 
medical care, and treatment; and are further divided into six categories of 
activities that either overcome medical problems, enable acceptance of chronic 
illness, or maximize self-care potential within certain health restrictions. Self-care 
agency is the person’s ability to perform self-care. Self-care deficit is the 
relationship between self-care agency and therapeutic self-care demand in which 
a person cannot perform self-care. When self-care deficits are related to health, 
nursing becomes a needed service.
Utilizing the nursing process, nurses assess a patient’s and/or caregiver’s 
ability to meet self-care requisites and further determine whether self-care 
deficits exist. Appropriate nursing diagnoses can then be identified with 
associated nursing interventions (Orem, 1985). Nursing interventions vary 
according to patients classification into a wholly compensatory, partly 
compensatory, or supportive-educative category.
In the wholly compensatory category the patient is dependent on the nurse 
for meeting self-care requisites, whereas in the partly compensatory category,
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responsibility is shared in meeting the self-care requisites. In the supportive- 
educative category, the patient is able to perform the action needed but may 
require educational assistance to fully meet the self-care requisite. As related to 
terminal patients, the right to be a self-care agent is often denied because of 
dependency on others to meet therapeutic self-care needs (Ufema, 1989).
Kubler-Ross’s (1969) five phases of dying are useful in further assessing the 
developmental self-care requisite associated with the terminal patient. The five 
phases are identified and defined as follows:
1. Denial. A mechanism that cushions the impact of the patient’s awareness 
that death is inevitable.
2. Anger. Occurs when denial can no longer be maintained; patient will lash 
out at all people, especially God.
3. Bargaining. The patient has accepted the fact of death but wants to 
negotiate, usually with God, for more time.
4. Depression. A period of grieving the past and also preparation for final 
separation.
5. Acceptance. Devoid of feelings, not a happy or unhappy time. They have 
worked through the stages.
Working through these phases varies from individual to individual.
Orem’s (1985) framework is useful for organizing and analyzing assessment 
data; however, it lacks specificity of concepts needed to assess all patients’ needs 
(Morse & Werner, 1988). Orem’s theory assists the nurse in deciding how much
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nursing care is needed by the patient Kubler-Ross’s (1969) theory is useful in 
assessing the developmental task associated with dying but does not assess how 
much nursing care is needed by the patient The nursing process, specifically the 
assessment component, is strengthened by the combination of Orem’s and 
Kubler-Ross’s theories. The completeness of the assessment data and the use of 
the proposed nursing diagnosis, Terminal Syndrome, would facilitate the 
implementation of individualized plans of care that would encompass the 
complex self-care deficits related to the dying patient.
Definition of Terms 
For the purpose of this study, the following terms were operationally 
defined:
1. Terminally-ill patient: Individual with a primary diagnosis of cancer or 
chronic obstructive pulmonary disease (COPD) who had been hospitalized at 
least ten days prior to their death.
2. Malignant Disease: Any type of cancer.
3. Non-malignant Disease: Chronic Obstructive Pulmonary Disease which
included such diagnoses as emphysema, asthma, chronic bronchitis,
bronchiectasis (Brunner & Suddarth, 1988).
4. Terminal Care: Treatment for patients approaching the end of their life that 
is designed to relieve the intensity of uncomfortable symptoms without 
producing a cure and will assist in the maintenance of their quality of life.
5. Nursing Diagnosis: A clinical judgment about individual, family, or
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8community responses to actual or potential health problems/life processes. 
Nursing diagnoses provide the basis for selection of nursing interventions to 
achieve outcomes for which the nurse is accountable (NANDA, 1990).
6. Defining Characteristics: Clinical cues, subjective and objective signs or 
symptoms, that cluster as manifestations of a nursing diagnosis. Diagnostic 
cues are clinical evidence that describe a cluster of behaviors or signs and 
symptoms that represent a diagnostic label. Diagnostic cues are concrete 
and measurable through observation or patient/group reports (NANDA, 
1990). Major defining characteristics occur 80% to 100% of the time and 
minor defining characteristics occur 50% to 79% of the time.
7. Nursing Interventions: Any direct care treatment performed on behalf of a 
patient by a nurse. These treatments include nurse-initiated treatments 
resulting from nursing diagnoses, physician-initiated treatments resulting 
from medical diagnoses and performance of daily assertive functions for the 
patient who has a self-care deficit (Bulechek & McCloskey, 1989).
8. Syndrome: Complex of signs and symptoms which result from a common 
cause or appearing in combination, to present a clinical picture of a disease 
(Mosby, 1986).
9. Syndrome Diagnosis: A cluster of actual or high risk nursing diagnoses that 
are predicted to be present because of a certain event or situation 
(Carpenito, 1992).
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Review of Literature 
The review of literature is divided into six relevant components: 1) lack of 
preparation for nurses; 2) nursing diagnosis-history; 3) syndrome diagnosis 
according to NANDA; 4) defining characteristics; 5) nursing interventions; 6) 
nursing diagnosis associated with oncology patients; and 7) Terminal Syndrome. 
Lack of Preparation
Death and dying is an emotionally charged issue. Deciding whether or not 
to inform the patient of his prognosis, communicating with the person once they 
are aware of their prognosis, and seeing the person as a whole and not as the 
"dying" patient are a few of the many issues that challenge a nurse caring for the 
dying person. Nurses need to be prepared to meet this challenge. Field (1989) 
in a study of 18 critical care nurses, found that caring for the terminally-ill 
patient is a fundamental part of nursing for which most nurses feel ill-prepared. 
Caswell and Omery (1990) concurred stating that "despite the agreement that 
nurses should and do provide supportive care to the terminally ill, there is little 
description of what supportive care is or of how nurses provide such care." 
Caswell and Omery (1990) stated the lack of information on how to provide 
quality care for the dying patient may leave the nurse at a loss. In her book, 
Nursing the Dying Patient, Epstein (1975) noted nurses avoided dying patients 
because they felt as if they did not know what to do. Gooch (1988) tells us that 
nurses hesitate to communicate for fear not being prepared.
Needs of the dying have often been correlated with the phases of death and
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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dying delineated by Kubler-Ross (1969). However, these phases alone do not 
encompass the many aspects of the care inherent to the complex patient with a 
terminal disease. Research conducted by Hockley (1989) examined the 
distressing symptoms of 26 terminally-ill patients. With input from 52 nurses, it 
was discovered that by practicing the nursing process a more holistic approach to 
the dying patient’s care could be facilitated. I t  in fact, nurses do feel ill- 
prepared and in need of guidance, the use of the nursing process relating to 
Terminal Syndrome diagnosis could serve as a guide for nursing interventions, 
thereby better preparing nurses to care for the terminally ill patient regardless of 
the disease process.
Nursing Diagnosis - History
Nursing diagnoses assist in identifying the nursing role. Herbeth and 
Goswell (1987) described a major benefit of nursing diagnoses as the provision of 
a common vocabulary for communication between nurses. They believed that the 
phenomena of nursing can be communicated in a more descriptive, uniform 
manner through the use of nursing diagnoses. The consistency of care provided 
by nursing diagnoses enhances the quality of patient care (Herbeth & Goswell, 
1987).
The identification and development of nursing diagnosis had its formal 
beginning in 1973 with the formation of the National Conference Group for 
Classification of Nursing Diagnoses. By 1977 the membership of the national 
conference were ready to entertain the concept of making nursing diagnoses
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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theory-based. Recognizing that many conceptual frameworks existed, NANDA 
contacted Sister Callista Roy to convene a theorist group. The theorist group 
was asked not to use a current framework but to proceed from the list of 
diagnoses to an abstract set of classification categories.
Sister Callista Roy, along with the other nurse theorists, developed the 
Unitary Person Framework to guide and organize the development of nursing 
diagnoses. Within the framework, the health of an individual is seen as 
manifested by nine human response patterns which reflect the person as a whole 
(Appendix A).
Figure 1. Unitary Person Framework
Health of unitary man/human
Man/Human environmental interactional patterns
Exchanging Communicating Relating Valuing Choosing Moving Perceiving Knowing Peeling
The Theorist Group agreed on the following assumptions about the unitary 
human: 1) a person is an open system in mutual interaction with the 
environment; 2) a person is in process of continuous development toward 
increased complexity and diversity; 3) a person is a four-dimensional energy field
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which has a unique pattern and organization. From the Unitary Person 
Framework, Taxonomy I was developed with nursing diagnoses organized under 
the nine human response patterns. Nursing diagnoses were the judgments about 
the health of the person based on data collected.
Syndrome Diagnosis According to NANDA
NANDA is in the evolutionary stages with regards to syndrome diagnosis 
development. At present NANDA states syndrome diagnoses comprise a cluster 
of actual or high-risk nursing diagnoses (Carpenito, 1993). However, in 1980 
NANDA’s diagnostic review committee approved Rape Trauma Syndrome which 
represented a cluster of signs and symptoms. To date NANDA has approved two 
syndromes, Rape Trauma Syndrome and Disuse Syndrome (Carpenito, 1993). 
According to McCourt and Carroll-Johnson (1990) as stated in Carpenito (1993), 
a clinical advantage to syndrome diagnosis is that it makes nurses aware that a 
"complex clinical condition requiring expert nursing assessments and interventions 
exists."
Defining Characteristics
Defining characteristics are clinical cues needed to assist in the identification 
of a nursing diagnosis. The literature search for this study revealed several 
common symptoms associated with the terminal patient. In a study involving a 
teaching hospital in which 14 patients in eight separate wards were identified as 
terminal, having both malignant and non-malignant diseases, O’Neill (1989) 
found that: 1) all patients had pain, anorexia, and breathlessness; 2) 11 were
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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immobile; 3) nine had diarrhea and/or constipation; 4) 11 were either 
incontinent of urine or catheterized; and 5) only one patient had psychological 
problems recorded in the nursing history but nine were depressed and/or anxious 
according to the charge nurse on the wards.
Hockley, Dunlop, and Davies (1988) studied 26 dying patients with both 
malignant and non-malignant disease. They explored the symptoms and the 
psychosocial aspect of care of patients and families in hospitals where there was 
no facility for palliative care. They found anorexia, insomnia, immobility, 
malaise, sore mouth, cough, dyspnea, pain, pressure sores, constipation, and 
nausea to be the top ten patient-reported symptoms. In fact, anorexia, 
sleeplessness, coated mouth, pain, and pressure sores were discovered in half the 
patients.
Wachtel, Allen-Masterson, Reuben, Goldberg, and Moi (1988), in a study of 
1,119 terminal cancer patients participating in the National Hospice Study, 
explored shifts in symptom experience and fluctuations in psychosocial symptoms 
as patients approach death. They found the following symptoms common in 
terminal patients: 1) anorexia, 90%; 2) weight loss, 84%; 3) dyspnea, 64%;
4) pain, 60%; 5) constipation, 52%; 6) nausea and/or vomiting, 44%; 7) fever, 
35%; 8) diarrhea, 27%; and that virtually no one was asymptomatic. Only 12% 
experienced complete mental incapacitation, however, a progressive mental 
deterioration was observed in a large proportion of the patients. All have 
concurred that pain, anorexia, dyspnea, and an alteration in bowel elimination




(diarrhea and/or constipation) were symptoms common to all terminal patients. 
Nursing Interventions
The care of dying patients is multi-faceted and ranges from the simple act of 
hand-holding to the complexities of dealing with a variety of emotions. Nurses 
must remember that most people die as they have lived, using coping and defense 
patterns that were established early in life (Beare & Myers, 1990). Many nurse 
experts (Gooch, 1988; Ufema, 1990) feel that dying patients have their own 
individual concept of quality of life. This conception will have an impact on the 
individual needs of the terminal patient, thereby impacting on the interventions 
necessary to assist the patient in maintaining their quality of life.
Several studies indicated that it was important for the nurse to employ 
interventions with the individual patient and their family in mind. Arblaster, 
Brooks, Hudson, and Petty (1990) explored patients’ perceptions to understand 
what nursing behaviors/interventions they desired. Their research was based on 
the belief that people have the right to be involved in decision-making and that 
the patient/nurse relationship should promote self-determination. Benedict 
(1989) wanted to enlighten nurses as to the patients’ perceptions of needed 
interventions. Her study described suffering as having a physical, psychological, 
and interactional component. Patients need to have all areas addressed for 
quality care.
Davies and Oberle (1990) had as one of their objectives to "identify and 
categorize the nursing interventions integral to providing effective supportive
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care." Their study involved 25 hours of in-depth interviews with one expert 
supportive care nurse in which she discussed ten of her cases. The results 
indicated that supportive care was comprised of six interwoven but discrete 
dimensions: valuing, connecting, empowering, doing for, finding meaning, and 
preserving own integrity (Appendix B). These dimensions were very similar to 
the nine human response patterns. Interventions derived from these dimensions 
that were further supported in the literature are: 1) physical care (pain/symptom 
control); 2) communication (establishing trust and rapport); 3) being available;
4) empowering (self-care); and 5) spiritual care. Physical problems and pain are 
frequently associated with the terminal patient (Benedict, 1990; O’Neill, 1989; 
Wachtel, et al., 1988; Hockley, et al., 1988; and Saunders & Baines, 1983).
Providing comfort measures are important nursing interventions in the care 
of the dying patient. Oncology Nursing Society’s (ONS) Outcome Standards for 
Practice (1979) described comfort as minimizing the biopsychosocial distress of 
the patient. Higginson, Wade, and McCarthy (1990) explored the current 
problems and needs of 65 terminal cancer patients and their significant others. 
They discovered that the effect of anxiety on the patient’s significant other and 
symptom control were rated as the most severe problems by both patients and 
significant others. Eakes (1990), in a study of five registered nurses employed 
full-time in a hospice setting, explored how hospice nurses resolve their grief. 
Eakes found that the nurses focused on "comfort" goals rather than "cure" goals. 
For nurses, comfort was associated with keeping the dying patient free of pain.
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
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In a descriptive study by Hockley, et al. (1989) in which the distressing symptoms 
of 26 terminally-ill patients were explored, it was uncovered that nurses felt that 
keeping a patient pain-free and comfortable was a primary concern.
Communication is a major nursing intervention associated with the care of 
the dying patient and an outcome criteria from the Oncology Nursing Society’s 
(ONS) Outcome Standards for Practice (1979). Parry (1987) explored 100 social 
workers’ perceptions of open communication in three institutional settings: 
hospices, hospitals, and skilled nursing facilities. Parry found patients were told 
about their terminal illness in hospices more frequently than in the other 
facilities; therefore, opening the lines of communication. Parry further states that 
"if there is a lack of open communication, the dying patient may feel isolated, 
fearful, and abandoned. The family may withdraw, deny the reality of the illness, 
or indulge in behaviors which avoid talking about the dying experience among 
themselves or with the patient." Freihofer and Felton (1976), in a study of 25 
terminally-ill patients and their significant others, found that open, honest 
communication with clear explanations of the treatment regimen, and showing an 
interest in answering the family’s questions were most helpful and valued by 
patients and their families. The aspect of truth in communication was further 
supported by Saunders and Baines (1983) in their book Living with Dying: The 
Management o f Terminal Disease.
Nurse availability, and the giving of self, are very important to patients. 
Larson (1987) had 57 cancer patients report on what they felt were caring
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behaviors demonstrated by nurses; the patients chose being accessible, 
monitoring, and providing surveillance as most important in making them feel 
cared for. Saunders (1984) stated that patients and families wanted the nurse to 
"watch" with them when they were in distress.
Empowering patients and families to care for themselves has also been 
documented to be an important intervention. It is the nurse’s obligation as a 
patient advocate to ensure that the terminally-ill patient is afforded the 
opportunity to make choices. Arblaster et al. (1990), in a search for nursing 
behaviors terminally-ill patients desire, studied 40 patients. From the data, a 
model was constructed representing the desired nursing behaviors. Under the 
behavior category of the individual empowerment, autonomy, and normalcy were 
identified as important nursing behaviors to the individual. Oncology Nursing 
Society’s Outcome Standards for Practice (1989) identified the participation in 
care and ongoing decision-making as an outcome criteria for patients and 
families. Ufema (1987) reaffirmed that patients should have a voice in deciding 
quality of life issues.
Spirituality was also viewed as an important aspect of caring for terminally-ill 
patients. Nurses need to provide holistic care which includes the spiritual 
dimension. Kaczorowski (1989) studied 114 adults diagnosed with cancer to 
determine the relationship between spiritual well-being and state-trait anxiety. 
Their conclusions supported the theory that people with high levels of spiritual 
well-being have lower anxiety levels.
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To determine preferences for spiritualty related nursing interventions, Reed 
(1991) studied 300 adults, 100 hospitalized adults with incurable cancer, 100 
hospitalized adults who did not have a serious illness, and 100 non-hospitalized 
well adults. She found that arranging clergy visits, providing time for personal 
and family spiritual activities, and talking with the patient were the interventions 
most frequently identified by all three groups. These results are consistent with 
existing data (Sodestrom & Martinson, 1987). Non-terminally-ill patients wanted 
more direct nursing interventions such as taking them to the chapel and talking 
with them about their beliefs or concerns. Terminally-ill patients needed nursing 
interventions that focused on providing a facilitative environment for personal 
spiritual expression. Care of the dying patient is indeed multi-faceted as 
evidenced by the many dimensions that must be addressed by nurses.
Nursing Diagnoses Associated with Oncology Patients
This literature search uncovered one study that examined nursing diagnoses 
specific to terminal patients. According to a study by Miaskowski and Garofallou 
(1989) in which 358 oncologic patients’ records were examined, the following 
were the 10 most common nursing diagnoses associated with oncology patients:
1. Alteration in comfort/pain
2. Anxiety
3. Alteration in respiratory integrity
4. Alteration in gastrointestinal integrity
5. Alteration in genitourinary integrity
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6. Alteration in skin integrity
7. Alteration in nutritional status
8. Lack of knowledge
9. Preoperative teaching
10. Alteration in metabolism
Terminal Syndrome
Caswell and Omery (1990), in an exploratory, descriptive study, attempted to 
generate a new nursing diagnosis, Terminal Syndrome. They suggested that care 
of the dying patient was complex with a common core of defining characteristics, 
nursing goals, and nursing interventions which could be catalogued under a single 
label, Terminal Syndrome. Data were collected via a retrospective chart review. 
The sample consisted of 25 patients with Do Not Resuscitate orders who had 
died in one Intensive Care Unit (ICU) over the past two years.
The newly proposed diagnosis of Terminal Syndrome was presented at the 
Ninth Conference in Classification of Nursing Diagnoses. The defining 
characteristics delineated by Caswell and Ornery were as follows: 1) decrease in 
cardiac output; 2) decrease in blood pressure; 3) decreased level of 
consciousness; 4) imminent death as a medical prognosis; and 5) patient and/or 
family’s documented request for all medical treatments to cease. Caswell and 
Omery also explored the following as possible defining characteristics, according 
to their data collection tool: 1) presence of adult respiratory distress syndrome;
2) ventilator dependent or not; 3) use of vasopressors; 4) antiarrthymics given;
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5) renal failure; 6) use of dialysis; and 7) pain medications administered 
(personal communication, 1990).
Caswell and Omeiy (1990) also wrote an article, "The dying patient in the 
critical care setting: Making the critical difference," linking it to the Terminal 
Syndrome diagnosis. In the article, Caswell and Omery stated: 1) with a 
physiologic assessment, the nurse should assess pain, mental function, nausea, 
bowel problems, infections, decubiti, and respiratory problems; 2) psychosocial 
assessment should include a grief assessment and the many aspects that can 
effect one’s grief; 3) knowledge level should be assessed regarding the disease 
process, death, and dying process. The bases for the emphasis on these 
assessments were not well represented in Caswell and Omery’s search for a new 
syndrome nursing diagnosis.
Expected outcomes derived from the study were: 1) "maintenance of 
comfort and dignity throughout the dying process"; 2) "maintenance of fluid and 
electrolyte hemostasis"; and 3) "maintenance of respiratory function."
Interventions included: 1) pain control as the key factor in providing for a 
comfortable, dignified death; 2) hygiene (skin care, mouth care, pericare, wound 
care, and the alleviation of offensive odors); 3) family care by establishing a 
trusting relationship with patient and family to ensure them that everything is 
being done that can be; and 4) post-care, so the family can view the body and 
obtain some comfort knowing their loved one was cared for even after death.
Caswell and Omery’s article was broader in its outline and terminology than
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the abstract presented at the Ninth Conference and broader than the items listed 
on the data gathering tool. Due to the tool’s specificity to the ICU setting, the 
findings of the study are not generalizable beyond the ICU setting. Although 
Caswell and Omery (1990) had hoped that the diagnosis was indeed specific to 
the patient for whom death is impending, the sample selected and the data 
gathered make it difficult to utilize the Terminal Syndrome diagnosis on patients 
in non-ICU settings.
In summary, nurses need guidance in their decision of how best to care for 
the dying patient and their family. Nurses are not clear as to their role which is 
due to little existing information on the definition and provision of terminal care 
(Davies & Oberle, 1990). The use of a nursing diagnosis can assist in more 
clearly identifying the nurse’s role. Nursing diagnoses provide a common 
vocabulary for communication (Herbeth & Goswell, 1987). In order to arrive at 
a nursing diagnosis, defining characteristics must be identified as they assist in 
determining the appropriateness of a chosen diagnosis (NANDA, 1990). Caswell 
and Omery (1990) believed there was a common core of defining characteristics 
and nursing interventions that could be addressed in a single diagnosis, Terminal 
Syndrome. Needs of the dying patient would be better understood if captured in 
a single diagnosis. Therefore, the use of a diagnosis specifically related to 
terminal care would more effectively facilitate the delivery of holistic care to 
dying patients.
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Assumptions
For the purpose of the study, the following assumptions were identified.
1. All dying patients and their significant others have specific needs 
that are both physical and psychosocial.
2. Nurses can plan and implement interventions for meeting needs of
the terminal patient and their significant others.
3. That patients in both groups were in the terminal phase of their 
illness ten days prior to their death.
4. Chart audit will reveal insight into the nursing care delivered.
Research Questions 
The following questions were generated for this study to facilitate data 
analysis.
1. What are the major/minor defining characteristics associated with the 
terminal patient?
2. What are the nursing diagnoses noted on the care plan of the terminal 
patient?
3. What do malignant versus non-malignant groups of patients have in common 
with regards to defining characteristics, nursing diagnoses, and interventions 
related to Terminal Syndrome?
The purpose of the study was to establish the identity of a syndrome related 
to the care of the terminal patient; regardless of malignant or non-malignant 
origin. Orem’s self-care deficit theory and Kubler-Ross’s stages of dying were
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used as a framework for this research. Methodology, which includes research 
design, descriptions of the sample and setting, instruments, pilot study, and the 
data collection procedure used is presented in Chapter Two.




A non-experimental exploratory descriptive study design based upon a 
retrospective chart review was used to identify the possible syndrome related to 
the care of the terminally ill patient. The sample consisted of a group of 
malignant and non-malignant patients. This design allows for the accurate 
depiction of characteristics of individuals, situations, or groups, and the frequency 
with which certain phenomena occur (Polit & Hungler, 1987). Descriptive 
research is advantageous when little is known about a certain subject such as 
Terminal Syndrome. Also, descriptive research allows for the investigation of 
present phenomena, in this case the existence of common elements inherent to 
all terminally ill patients and links it to past phenomena, such as the actual 
nursing diagnosis and interventions utilized on terminal patients (Polit &
Hungler, 1987). Non-experimental research design is characterized by a lack of 
manipulation (Polit & Hungler, 1987). There were no independent variables in 
this study.
Sample and Setting
The target population were all patients experiencing the terminal phase of an
24
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
25
illness. The accessible population were 300 patients who died within a span of a 
year in 1990 to 1991 at a 644-bed tertiary care hospital located in a southeastern 
region in the United States. The convenience sample consisted of completed 
medical records of 15 randomly selected patients who were diagnosed with cancer 
and 15 randomly selected patients who were diagnosed with chronic obstructive 
pulmonary diseases (COPD) who met the stated criteria. To be included in the 
study, the patient must have been in the hospital at least 10 days prior to death. 
Patients with both cancer and COPD as medical diagnoses were eliminated from 
the study. Other secondary diagnoses, such as congestive heart failure, renal 
failure, and coronary artery disease, were allowable and patients’ medical records 
were not excluded.
Instruments
An Investigator-Developed Tool (Adams, 1992) was utilized to collect data. 
The data collection consisted of four sections: defining characteristics, nursing 
diagnoses, nursing interventions, and demographic data. The list of defining 
characteristics developed from the literature was not all inclusive; additional 
items were added as they arose. Currently used nursing diagnoses were gleaned 
from both standardized and handwritten care plans. When a nursing diagnosis 
was noted less than two times, it was deleted from further analysis. Major/minor 
defining characteristics were determined based on frequency analysis. Frequency 
analysis was used to determine the most commonly used nursing diagnoses as 
well as the nursing interventions associated with the common diagnoses. After
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data collection and analysis was completed, a comparison was performed to 
identify the commonalities among the findings for both groups of patients.
Psychometric properties are important to establish in order for the 
researcher to have confidence in the data collection tool used (Wilson, 1989). 
Psychometric properties refer to validity and reliability.
For the purpose of this study a data collection tool was not available, 
therefore, a tool was developed to obtain defining characteristics, nursing 
diagnoses, and nursing interventions noted on care plans. Validity means that 
"the instrument actually measures what it purports to measure" (Wilson, 1989). 
Face validity was established for the investigator-developed test because in the 
personal opinion of the investigator the test adequately represented the examined 
content areas (Wilson, 1989). Content validity was established for the defining 
characteristics section in the following manner; a preliminary list was identified 
via a thorough search of the literature and expert panel review. The 
Demographic Data Sheet was designed to obtain information related to the 
patient’s medical diagnosis, age, gender, race, presence of significant other, 
length of stay in hospital, length of illness, and length of Do Not Resuscitate 
(Appendix D).
Pilot Study
Five charts from the cancer population and five charts from the COPD 
population were randomly chosen for a pilot study to determine if the 
investigator-developed tool required revisions or additions. At the completion of
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the pilot study, the tool was revised. To decrease subjectivity and to enhance the 
reliability of the data collected from the medical record, the nursing interventions 
noted in the nursing notes which were not part of the patient’s plan of care were 
deleted as there was no systematic way to gather these data. The study 
proceeded after the revisions were made. The protocol remained the same for 
the remainder of the study.
Procedures
The study was approved by the Old Dominion University School of Nursing 
Committee for the Protection of Human Subjects. Permission was then obtained 
from the Nursing Research Review Committee at the selected facility (Appendix 
E). An informational meeting was held with the medical records manager to 
explain the purpose of the study and to establish a medical records liaison who 
would retrieve the needed charts. The medical records liaison provided the 
investigator with a list of all patients who had died within a specific 12 month 
time span from which the sample was obtained. A table of random numbers was 
used to obtain a simple random sample from the accessible population. Ten 
additional patients diagnosed with cancer and 10 additional patients diagnosed 
with COPD who met the stated criteria were chosen.
The four page data collection tool and a demographic sheet were completed 
on all charts reviewed. A red pen was utilized to record the data collected on 
cancer patients while a green pen was utilized to record data on COPD patients. 
Both standardized care plans and handwritten care plans were acceptable.
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Standardized care plans were copied with all identifying data removed. The 
Defining Characteristics List was not all inclusive and additional items were 
added as data collection continued. A frequency analysis was then performed to 
determine which characteristics could be classified as major or minor.
A frequency anafysis was performed on the nursing diagnosis and nursing 
interventions noted on care plans. When a nursing diagnosis was noted less than 
two times, the diagnosis was deleted from further analysis. Regardless of how 
many times a defining characteristic, nursing diagnosis, or intervention were 
observed on the same chart, only one notation was used on the collection tool.
To ensure confidentiality, record identification was not used in data collection; 
rather, numbers 1-30 were assigned to code selected charts.
Limitations
A limitation of the study is the sample size and that the entire sample was 
obtained from one hospital; therefore, generalizing beyond a tertiary care 
hospital in a region of southeastern United States may not be possible. A second 
limitation is that only one type of non-malignant disease was investigated; 
therefore, generalizing to other non-malignant disease may not be possible. Also, 
whenever chart review is used, the quality of the documentation may not be 
adequate for the study or the information needed is not available.
Study design; sample and setting; data collection tools; pilot study; and the 
procedure for conducting the research study were described in this chapter. 
Chapter 3 presents the results of the study. The results of data analysis and 
study findings are discussed.
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CHAPTER 3 
Results
The purpose of this research study was to establish the identity of a 
syndrome related to the nursing care of the terminally ill patient, regardless of a 
malignant or non-malignant disease origin. Demographic data were analyzed by 
use of frequency statistics. Length of illness was deleted due to lack of accurate 
history-taking, thus the investigator was unable to find this information.
The sample included 15 COPD patients who ranged in age from 61 to 83 
years old and 15 cancer patients who ranged in age from 32 to 92 years old. The 
mean age for the COPD patients was 72 years while the mean age for the cancer 
patients was 62 years. There was an equivalent distribution of males and females 
for both groups. Each group was comprised of 53% (n = 8) females and 47% (n 
= 7) males. As may be seen in Tables 1 and 2, the majority of the participants 
were Caucasian; 87% of the COPD patients (n = 13) and 60% of the cancer 
patients (n = 9 ). The mean length of stay for this particular hospital visit was 
30 days for the COPD patients and 27 days for the cancer patients. Ninety three 
percent (n = 14) of the COPD patents had a family member, spouse, partner or 
friend (significant other) present at some point in their hospital stay and 100% (n 
= 15) of the cancer patients had a significant other present. The COPD 
patients’ mean length of Do Not Resuscitate (DNR) order was eight days while
29
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Table 1 cont
Characteristics Number %









First Christian 1 7
Other 3 20
All other medical impressions
Coronary artery disease 9 60
Congestive heart failure 9 60
Peripheral vascular disease 5 33
Peptic ulcer disease 5 33
Renal failure 4 27
Diabetes 4 27
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Characteristics Number %





Cerebral vascular accident 3 20
Range Mean
Age in Years
Length of stay in hospital 61-83 72
(this particular visit) in days 12-113 30
Length of Do Not Resuscitate (DNR) in
days 1-49 8
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Table 2
Demographic Characteristics of Cancer Patients
Characteristics Number %
Current Medical Diagnosis
Breast cancer 3 20
Liver cancer 3 20
Pancreas cancer 2 13
Stomach cancer 2 13
Oral cancer 1 7
Colon cancer 1 7
Kidney cancer 1 7
Prostate cancer 1 7
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Table 2 cont.
Characteristics Number %
Level of DNR 
1 15 100



































Age in Years 32-92 62
Length of stay in hospital (this particular visit) in
16-57 27
days
Length of Do Not Resuscitate (DNR) in days 1-43 11
the mean length of the DNR order was 11 days for the cancer patients. Level of 
DNR varied from limited resuscitation to palliative care and comfort measures 
only for the COPD patients. Level 1 or palliative care and comfort measures 
only was chosen 100% (n = 15) of the time for the cancer patients. Religion 
varied in both groups and included Baptist, Protestant, Catholic, Lutheran, 
Methodist, First Christian, Presbyterian, and Holiness. Sixty percent of the 
COPD patients had other medical impressions of coronary artery disease and 
congestive heart failure. Of the cancer patients, 87% (n = 13) had metastasis 
from the primary site.
Research Questions 
To facilitate understanding, data will be presented in relationship to the 
appropriate research questions.
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Research Question # 1 .
What are the major/minor defining characteristics associated with the 
terminally ill patient?
Signs and symptoms noted on the medical record three or more times were 
used as the basis to determine defining characteristics. Based upon calculated 
frequency statistics, defining characteristics were separated into major and minor 
designations. NANDA (1990) states that major defining characteristics are 
critical indicators that occur 80-100% of the time. Minor defining characteristics 
are the supporting indicators which occur 50-79% of the time. (NANDA 1990). 
Defining characteristics are displayed in descending frequency of occurrence in 
Table 3 for the COPD patients and in Table 4 for the cancer patients. Table 3 
lists seven major and five minor defining characteristics documented in the 
COPD patients’ medical records. Table 4 lists eight major and eight minor 
defining characteristics documented in the cancer patient’s medical records.
These symptoms were assessed in each group 50-100% of the time. Table 5 lists 
the assessed symptoms in relation to the total sample to further assist in 
differentiating the important defining characteristics that were common to both 
groups.
Research Question # 2 .
What are the nursing diagnoses noted in the care plans of the terminally ill 
patient?
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Table 3




Major 80 - 100% (n = 7)
Dyspnea 15 100
Anxiety 15 100
Abnormal breath sounds 15 100
Sputum production 13 87
Dry skin 13 87
Pale skin color 12 80
Pain 12 80
Minor 50 - 79% (n = 5)
Anorexia 10 67
Presence of pressure sore 9 60
Diarrhea 8 53
Incontinent of urine and/or stool 8 53
Generalized edema 8 53
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Table 4




Major 80 - 100% (n = 8)
Dyspnea 15 100
Pain 15 100
Dry Skin 15 100




Generalized edema 12 80
Minor 50 - 79% (n = 8)
Abdominal distention 11 73
Incontinent of urine and/or stool 10 67
Confused 10 67
Nausea 9 60
Presence of pressure sore 9 60
Pale skin color 9 60
Lethargic 9 60
Slurred speech 8 53
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Table 5
Summary of Defining Characteristics for Total Sample
Symptom Number %
Dyspnea 30 100
Abnormal breath sounds 30 100
Anxiety 28 93
Dry skin 28 93
Pain 27 90
Anorexia 22 73
Pale skin 21 70
Generalized edema 20 67
Constipation 20 67
Pressure sores 18 60




Sore mouth 7 23
N = 30 (COPD and cancer patients)
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
40
A list of all currently used nursing diagnoses was generated and frequency 
statistics used to calculate the most frequently utilized diagnoses for each group 
of patients. The list developed for the COPD patients contained a total of 26 
diagnoses while a total of 21 nursing diagnoses was listed for cancer patients. To 
be included in further analysis, a diagnosis had to occur in at least 20% of the 
medical records for its particular group. From the 26 diagnoses for the COPD 
group nine met the criteria for inclusion while of the 21 nursing diagnoses for the 
cancer patient ten met the criteria for further analysis. A summary of nursing 
diagnoses is displayed in Tables 6 and 7. Tables 6 and 7 list in descending 
frequency of occurrence nursing diagnoses that were present on the COPD and 
cancer patients’ care plans.
Research Question # 3 .
What do malignant versus non-malignant groups of patients have in common 
with regards to defining characteristics, nursing diagnoses, and nursing 
interventions related to Terminal Syndrome?
Defining characteristics. Dyspnea, anxiety, abnormal breath sounds, dry skin, 
and pain were found to be in the major category for both groups; representing 
71% of the major defining characteristics for the COPD patients and 63% for the 
cancer patients. Of the 18 defining characteristics identified, ten (56%) were 
common to both groups. They were dyspnea, anxiety, abnormal breath sounds, 
dry skin, pale skin color, pain, anorexia, presence of pressure sores, incontinent 
of urine and/or stool, and generalized edema.
Nursing diagnoses. The seven diagnoses (58%) present in the 
documentation for both groups of patients were as follows: 1) high risk for
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Table 6
Currently Used Nursing Diagnoses Noted on Care Plans for COPD Patients
Nursing Diagnosis Number %
High risk for altered respiratory function 12 80
Anxiety (individual and family) 11 73
Skin integrity (impaired and high-risk for impaired) 9 60
Discharge planning (not NANDA) 8 53
Altered comfort: Pain 5 33
High risk for infection related to intravenous therapy 5 33
High risk for injury: Trauma (falls) 5 33
Altered nutrition: Less than body requirements 4 27
Impaired verbal communication 3 20
N = 15
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Table 7
Currently Used Nursing Diagnoses Noted on Care Plans for Cancer Patients
Nursing Diagnosis Number %
High risk for infection related to intravenous therapy 11 73
Altered comfort: Pain 7 47
Altered nutrition: Less than body requirements 5 33
High risk for injury: Trauma (falls) 5 33
Anxiety (individual and family) 4 27
Fluid volume excess 3 20
Skin integrity (impaired and high risk for impaired) 3 20
High risk for altered respiratory function 3 20
Knowledge deficit 3 20
Potential complication: Hypovolemic shock 3 20
N = 15
altered respiratory function; 2) anxiety (individual and family); 3) skin integrity
(impaired and high risk for impaired); 4) altered comfort: pain;; 5) high risk for
infection related to intravenous therapy; 6) high risk for injury: trauma (falls);
and 7) altered nutrition: less than body requirements. Discharge planning and 
impaired verbal communication met the criteria in the COPD group while fluid 
volume excess, knowledge deficit, and potential complication: hypovolemic shock 
met the criteria in the cancer group.
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Nursing interventions. Once the most frequently utilized nursing diagnoses 
that were common to both groups were identified, the related nursing 
interventions were examined. Interventions were listed and frequencies 
tabulated. Tables 8-14 present the interventions associated with each of the 
common diagnoses. Tables 8-14 first list the interventions that were common to 
both groups, then the remainder of the interventions are listed in descending 
frequency of occurrence. There was a 48% agreement between the groups on 
the interventions selected for anxiety (individual and family); 47% on high risk 
for injury: trauma; 46% on altered comfort: pain; 44% on skin integrity; 39% on 
high risk for altered respiratory function; 38% on high risk for infection; and 
27% for altered nutrition: less than body requirements.
Additional Findings 
The day someone dies is very significant, therefore the last 24 hours of each 
patient’s life was examined to glean information as to what care nurses delivered 
on this "special" day. Eighty percent (n = 12) of the COPD patients received no 
documented psychosocial or spiritual support, 13% (n = 2) received minimal 
support, nurses appeared not to recognize this as a "special" event, 7% (n = 1) 
received significantly more support than the other 14 patients. Eighty seven (n = 
13) of the cancer patients received no support, 13% (n = 2) received 
documented family support but no patient support. Interestingly, 30% (n = 9) of 
the total sample had documented patient or family psychosocial support up until 
the actual day of death when it appeared nurses focused more on the physical 
care.
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Table 8
Altered Nutrition: Less than body requirements
COPD Cancer
n = 4 n = 5
Nursing Interventions No. % No. %
Monitor electrolytes, protein, albumin, hemoglobin/
hematocrit, iron levels 3 75 2 40
Dietary consult 3 75 2 40
Administer tube feeding as ordered 2 50 2 40
Monitor weight daily 2 50 3 60
Assist patient with filling out menus 1 25 1 20
Have family and friends bring in food patient likes 1 25 1 20
Check tube feeding residual 3 75
Administer hyperalimentation as ordered 2 50
Calorie count as ordered 2 50
Give between-meal snacks 2 50
Document skin turgor 1 25
Educate on importance of adequate dietary intake 1 25
Feed patient/encourage intake 4 80
Monitor intake/output 3 60
Allow diet as tolerated 2 40
Assess patient preferences 2 40
Encourage Ensure 2 40
Assess bowel sounds/abdominal distention 1 20
Give small frequent meals 1 20
Medicate with antiemetics 1 20
Provide pleasant atmosphere 1 20
Check nasogastric tube placement 1 20
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Table 9
High Risk for Infection Related to Intravenous HV) Therapy
COPD Cancer
n = 5 n s 11
Nursing Interventions No. % No. %
Monitor temperature 5 100 2 18
Change IV sites per policy 5 100 10 91
Change IV dressing, tubings, bags per polity 5 100 10 91
Assess IV site frequently 5 100 10 91
Monitor white blood count 2 40 1 9
Blood cultures as ordered 1 20 1 9
Notify doctor of any abnormal lab results or
increase in temperature 4 80
Administer antibiotics as ordered 4 80
Use good hand washing 1 20
Observe for chills or diaphoresis 1 20
Tylenol as needed (prn) 1 20
Document how IV site looks 5 45
Tell patient to call if any burning or tingling at site 4 36
Discontinue IV if any infiltration noted 1 9
Change needle of mediport every 7 days 1 9
Aseptic technique when hanging IV medication 1 9
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Table 10
High Risk for Altered Respiratory Function
COPD Cancer
n = 12 n = 3
Nursing Interventions No. % No. %
Assess breath sounds/respiratory status 8 67 3 100
Monitor arterial blood gases 7 58 3 100
Suction every 2 hours and pm 7 58 2 67
Head of bed elevated at least 30 degrees 5 42 2 67
Encourage turn, cough, & deep breathe/triflow 5 42 3 100
Oxygen (Oz) pm 4 33 3 100
Respiratory treatment pm 3 25 1 33
Assess sputum 2 17 1 33
Monitor vital signs, skin color, mental status 2 17 3 100
Turn patient every 2 hours 6 50
Notify doctor of any change in respiratory status 4 33
Pulse oximetry monitor 0 2 saturation every 2 hours 3 25
Ensure proper position of endotracheal tube 2 17
Administer respiratory medications as ordered 2 17
Check face tent for proper position 1 8
Ambu bag at bedside 1 8
Chest physiotherapy pm 1 8
Observe for restlessness, tachycardia, anxiety 1 8
Provide reassurance 1 8
Teach patient to call for shortness of breath 1 8
Pain medication pm - monitor follow-up 1 33
Assist with activity daily living prn 1 33
Rest periods between activity 1 33
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Table 11
Skin Integrity (impaired and high risk for impaired!
COPD Cancer
n = 9 n = 3
Nursing Interventions No. % No. %
Assess skin for signs/symptoms of breakdown 8 89 2 67
Turn patient every 2 hours 8 89 2 67
Use a mechanical device to pad pressure points
(i.e., softcare mattress, puff pak mattress,
special bed) 7 78 2 67
Keep skin clean/bathe daily 5 56 1 33
Use skin care kits/duoderm 2 22 2 67
Back care every 4 hours 2 22 1 33
Encourage mobility as soon as patient able 1 11 1 33
Keep skin dry 5 56
Maintain good nutrition 4 44
Keep sheets clean, dry, and unwrinkled 3 33
Maintain hydration 2 22
Use paper tape as much as possible 1 11
Document condition of skin every shift 3 100
Consult skin care specialist 1 33
Consult with doctor if more complex treatment is
needed (i.e., flap or debridement) 1 33
In fungal infection, use medication as ordered 1 33





n = 5 n = 7
Nursing Interventions No. % No. %
5 100 7 100
Medicate as ordered
Document results of pain medication 5 100 3 43
Position patient for comfort 3 60 7 100
Assess pain level every 1-2 hours 3 60 4 57
Encourage diversional activities 1 20 2 29
Provide rest periods to facilitate comfort, sleep,
and relaxation 1 20 1 14
Notify doctor if little or no results from pain
medication 2 40
Anticipate need for analgesics or additional
methods of pain relief 1 20
Eliminate additional stressors or sources of
discomfort whenever possible 1 20
Utilize measures of comfort (i.e., massage, warm
compresses) 3 43
Allow ventilation of feelings 1 14
Ask patient how best to relieve pain 1 14
Provide calm environment 1 14
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
49
Table 13
High Risk for Injury: Trauma (Falls)
COPD Cancer
n = 5 n = 5
Nursing Interventions No. % No. %
Check patient frequently 4 80 4 80
Call bell in reach 3 60 3 60
Posey pm 3 60 2 40
Side rails up at all times 3 60 3 60
Frequently remind patient not to get up without
assistance 3 60 3 60
Telephone, bedside table, ice water in reach 1 20 1 20
Monitor strength of extremities 1 20 1 20
Bed brakes on at all times 1 20
Keep bed in low position 1 20
Educate patient about safety 1 20
Move patient closer to nurse’s desk 2 40
Answer light promptly so patient will not attempt
to get up 2 40
Have a light on in room after dark 1 20
Request family notify staff when patient is
unattended 1 20
Reorient as needed 1 20
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Table 14
Anxiety (individual and family)
COPD Cancer
n = 11 n = 5
Nursing Interventions No. % No. %
Explain all procedures 8 73 1 20
Encourage patient/family to ventilate 7 64 3 60
Encourage patient/family to ask questions 6 55 3 60
Administer anti-anxiety medications per order 6 55 2 40
Use active listening 4 36 1 20
Assess anxiety level 4 36 2 40
Encourage family visits/schedule treatments to allow
sufficient interaction time 4 36 2 40
Allow patient control/decision making/individualize care 4 36 2 40
Contact supportive resources (i.e., chaplain) 3 27 2 40
Provide calm environment 2 18 1 20
Provide accurate information 2 18 3 60
Assist in use of usual coping behaviors 2 18 2 40
Reassure/support patient/family 6 55
Allow patient/family to participate in care 5 45
Call bell in reach 3 27
Orient patient/family to hospital setting 3 27
Use diversional activities/relaxation 3 27
Check on patient frequently 2 18
Encourage family to reminisce 1 9
Continuous orientation x 3 1 9
Side rails up at all times 1 9




n = 11 n = 5
Nursing Interventions No. % No. %
Introduce self upon entering room 1 9
Assess family relationships and identify the leader 1 9
Offer self 1 20
Humor therapy 1 20
Summary
In summary, this research study was designed to identify the syndrome related to 
the nursing care of the terminally ill patient, thereby assisting the nurse in providing 
more effective, holistic care to the dying patient. In order to be considered as a 
syndrome diagnosis, a cluster of nursing diagnoses must be present
Seven (58%) nursing diagnoses were identified as common to both the 
malignant and non-malignant groups. For the proper identification of the 
syndrome label a cluster of defining characteristics must exist. Ten (56%) of the 
defining characteristics were found in both groups of patients. Nursing 
interventions were then examined. They also had many commonalities between 
the two groups, including: 1) monitor weight every day; 2) have family/friends 
bring in favorite food; 3) change intravenous sites, dressings, and tubings per 
policy; 4) assess breath sounds; 5) encourage turn, cough, deep breathing; 6) turn
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patient every two hours; 7) back care every four hours; 8) medicate for pain and 
document; and 9) use of diversional activities for pain relief. There does appear 
to be a clustering of the data that would make the identification of terminal 
syndrome possible.
This chapter has presented the results of the study. A discussion of the 
findings is presented in Chapter 4. Conclusion of the study, nursing implications 
and indications of future research will also be discussed.
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CHAPTER 4 
Discussion
The purpose of this research study was to identify the syndrome related to 
the nursing care of the terminally ill patient, regardless of a malignant or non- 
malignant disease origin. Terminal Syndrome identification began with 
distinguishing a cluster of diagnostic cues and nursing diagnoses that 
conceptualized the terminally ill patient and the care they received according to 
the medical records of 30 patients. Three research questions were formulated to 
determine if clusters of diagnostic cues, nursing diagnoses, and nursing 
interventions were present.
Defining characteristics were the first to be examined to obtain information 
about symptoms associated with the terminally ill patient. A total of 18 
characteristics was identified and for each group the characteristics were placed 
either in the major or minor category. Out of the 18 defining characteristics 
identified on the medical record, ten (56%) were in both while eight (44%) 
occurred in one group and not the other. This may be explained by the 
demographic data (Tables 1 and 2). Upon examination of the medical diagnoses, 
it was noted that ten (67%) of the randomly selected cancer patients had some 
form of gastrointestinal cancer which would aid in understanding related defining 
characteristics of constipation, abdominal distention, and nausea which occurred
53
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only in this group. Also, three of the patients had brain metastases which would 
explain the presence of confusion, lethargy, and slurred speech in this group.
Sputum production and diarrhea were present in the COPD group and not 
in the cancer group, which again may be related to the pathophysiology 
associated with the medical diagnosis. Increased sputum production was an 
anticipated manifestation of COPD while diarrhea was a side effect of many of 
the medications commonly administered to COPD patients.
This study supports previously established research findings (O’Neill, 1989; 
Hockley, et al., 1988; Wachtel, et al., 1988) which indicated that dyspnea, pain, 
anorexia, and alteration in bowel elimination (diarrhea and/or constipation) were 
symptoms common to terminally ill patients. Incontinence and pressure sores 
were also mentioned in the literature (O’Neill, 1989; Hockley, et al., 1988) and 
were revealed as significant in this study. This study revealed other significant 
findings related to symptoms associated with the terminally ill patient that were 
not mentioned in the literature. For the total sample of 30, abnormal breath 
sounds were present 100% of the time, dry skin 93%, pale skin color 70%, and 
generalized edema 67%. For the total sample it is significant that anxiety was 
present in 93% (n = 28) of the medical records reviewed and rarely appeared in 
the literature reviewed. O’Neill (1989) found nine out of 14 patients to be 
depressed and/or anxious; other studies did not report anxiety. The symptom of 
nausea was found to be significant in the literature reviewed (Hockley, et al.,
1988; Wachtel, et al., 1988), however, nausea (43%) was not significantly present
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in this study. In summary, a clustering of diagnostic cues (symptoms) was noted 
between both groups of patients.
The next area studied was the nursing diagnoses that nurses used to guide 
the care of the terminally ill patient. A total of 12 nursing diagnoses was noted 
on at least 20% of the medical records reviewed. Seven (58%) diagnoses were 
used in both groups. Of these seven, 86% (n = 6) focused on physical care/ 
symptom control. The only psychosocial diagnosis which met the criteria for 
inclusion in this study was anxiety.
Anxiety was found in 73% of the COPD patients’ medical records and 27% 
of the cancer patients’ medical records. Nursing diagnoses which were in the 
category of anxiety included: 1) anxiety; 2) depression; 3) alteration in family 
dynamics; 4) alteration in family process; and 5) individual coping. No spiritual- 
based diagnoses were noted in the COPD group and were documented only once 
in the cancer group. Anticipatory grieving was noted only once in the cancer 
group as well.
The top five nursing diagnoses noted in the COPD group directly matched 
their six major defining characteristics. However, the nursing diagnoses for the 
cancer group demonstrated less of a match and tended to be scattered 
throughout the list of defining characteristics.
There was a reversal in order of important nursing diagnoses for the two 
groups. In other words, the top four nursing diagnoses for the COPD patients 
were last for cancer patients and vice versa.
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Discharge planning was mentioned once in relation to cancer patients (6%) 
as compared to 53% for the COPD patients. This may lend support to the study 
conducted by Cowley (1990). It is possible that nurses viewed COPD patients as 
not being terminally ill and thus needed discharge planning while nurses viewed 
cancer patients as terminally ill and therefore not needing discharge planning. 
Impaired verbal communication appeared 20% of the time in the COPD group 
and only 6% in the cancer group. This was related to the fact that several of the 
COPD patients had been intubated or had new tracheostomies. Fluid volume 
excess, knowledge deficit, and potential complication: Hypovolemic Shock 
appeared 20% of the time in the cancer group and only 13% each in the COPD 
population.
The study conducted by Miaskowski and Garofallou (1989) revealed ten 
common nursing diagnoses associated with oncology patients. This study 
supports six of the same diagnoses as being important. They are as follows: 1) 
alteration in comfort/pain; 2) anxiety; 3) alteration in respiratory function; 4) 
alteration in skin integrity; 5) alteration in nutritional status; and 6) lack of 
knowledge.
The nursing diagnoses that were identified in both groups were further 
examined further for common interventions. The literature revealed several 
nursing interventions that were important to terminally ill patients and their 
families. These were 1) symptom control; 2) communication; 3) offering self; 4) 
empowerment; and 5) spiritual care (Davies & Oberle, 1990; Higginson, et al.,
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1990; Pany, 1987; Larsen, 1987; Arblaster, 1990; Reed, 1991).
Symptom control was revealed to be important in this study. Of the seven 
nursing diagnoses chosen for the two groups, six were related to the physical 
aspect of care. Within these six, 37% of the interventions were assessment in 
nature.
The nursing diagnosis with the least amount of agreement (27%) between 
the two groups was altered nutrition: less than body requirements. Nursing 
interventions for the cancer group were more individualized and encouraged 
autonomy. They appeared more caring than the nursing interventions for the 
COPD group.
Examples of the differences noted in the interventions follow:
Nutrition. The interventions noted for COPD patients implied: must eat; 
hyperalimentation, caloric counts, educate on importance of adequate dietary 
intake. The interventions noted for cancer patients implied: should eat; assess 
patient preferences; pleasant atmosphere; allow diet as tolerated; small frequent 
meals; and encourage food and/or fluids.
These differences may have been attributed to cancer patients being viewed 
by the nurses as being terminally ill where COPD patients were possibly not 
viewed as terminally ill. Therefore, there was more of a need to "cure" versus 
"care." Inconsistent with the literature reviewed was the importance of 
interventions involving communication, offering of self, empowerment, and 
spiritual care. Within the six diagnoses related to physical care/comfort, only one
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communication intervention was present, two empowerment, and three offering 
of self. All of these were recorded in the cancer patients’ care plans.
Anxiety was the only common psychosocial nursing diagnosis. Within this 
diagnosis physical comfort represented 8% (n = 2) of the total number of 
interventions for both groups, communication 20% (n = 5), offering of self 8%
(n = 2), empowerment 12% (n = 3), and spiritual care 4% (n = 1).
Additional findings emerged during the course of this study. The last 24 
hours of life were examined in an attempt to identify nursing care that was 
provided for the patients and/or families in these last hours. Eighty three percent 
(n = 25) of the total sample received no documented psychosocial support on the 
day of death. Nurses feelings of not being prepared, feelings of uncertainty as to 
what care was needed, or fear may have contributed to this. These findings may 
lend support to the literature regarding the lack of descriptions of what terminal 
care should consist of and its impact on the care nurses render to dying patients 
(Caswell & Ornery, 1990; Davies & Oberle, 1990).
In an attempt to generate a nursing diagnosis of Terminal Syndrome,
Caswell and Ornery (1990) have identified several defining characteristics and 
nursing interventions related to the care of terminally ill patient. This study only 
slightly resembled that of Caswell and Ornery (1990) due to their research study 
setting of ICU. The defining characteristics that were supported by this study 
were: 1) decreased level of consciousness that was evidenced as confusion (67%) 
in the cancer group alone; 2) patient and/or family documented request for all
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medical treatments to cease in this study 77% of the total sample were level #1 
DNR which is comfort measures only. Septic and renal failure were also 
identified as significant defining characteristics, for this study, they each occurred 
13% (n = 4) of the total sample.
This study did not examine decreased cardiac output, decreased blood 
pressure, imminent death as a medical prognosis, and coagulopathy. These data 
were more accessible to Caswell and Omery (1990) because of the setting of their 
study and were not readily available for this study. Caswell and Ornery (1990) 
did not examine nursing diagnoses for clustering. They did, however, identify 
four focus areas for nursing: 1) pain control; 2) hygiene (skin care, mouth care, 
pericare, wound care); 3) family care (trusting relationships); and 4) post care.
In this study pain control was documented on 46% of the total sample care 
plans and skin care 44%. Family care was clustered in with patient care under 
the nursing diagnosis of anxiety. Post-mortem care was not present on care 
plans.
In summary, this study has examined a greater variety of defining 
characteristics, clustering of nursing diagnoses, and commonalities among nursing 
interventions. It is believed that the defining characteristics will facilitate the 
identification of the nursing diagnosis of Terminal Syndrome.
Conclusions
This study examined major and minor defining characteristics, nursing 
diagnoses, and nursing interventions associated with terminally ill patients, to
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determine if clustering occurred in any or all of these areas. The purpose of this 
study was to identify the syndrome related to nursing care of the terminally ill 
patient. In order to be considered a syndrome, clusters must be present that 
offer a picture of the patient
Analysis of each section revealed the following:
1. Defining characteristics. There was significant (>50%) clustering of 
the diagnostic cues between the two groups of patients. These cues 
could serve to represent the diagnostic label: Terminal Syndrome.
2. Nursing diagnoses. There was significant (>50%) clustering of nursing 
diagnoses between the two groups of patients. More specifically, the 
area of physical care was well represented among the nursing diagnoses 
(>75%) while the area of psychosocial and spiritual care was less 
represented (<20%). Anxiety was the one psychosocial diagnosis 
common to both groups. It also had the highest percent agreement 
among the chosen interventions. Integrating the common diagnoses 
into one nursing diagnosis would assist in adding clarify to care 
rendered to the terminally ill patient.
3. Nursing interventions. The agreement between the groups with regard 
to the chosen interventions ranged from 27%-48%. The difference 
appeared to support the literature reviewed (Caswell & Ornery, 1990; 
Eakes, 1990; Fleming, et al., 1987) as the interventions for cancer 
patients focused more on caring while the COPD interventions focused 
more on cure.
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Herbeth and Goswell (1987) believed that nursing diagnoses would provide a 
common vocabulary for communication between nurses. This study lends 
support to this concept Although NANDA language was not consistently used, 
there was agreement among the chosen nursing diagnoses and their associated 
interventions. Therefore, if the data presented in this thesis were integrated into 
the nursing diagnosis Terminal Syndrome, it is believed that more 
comprehensive, holistic, and consistent care would be rendered to the terminally 
ill patient. A Terminal Syndrome diagnosis would add focus and clarity to the 
complex needs of dying patients, serve as a common language for nurses, and 
increase the consistency and quality of care rendered to dying patients regardless 
of disease origin.
Implications
Nursing implications associated with this study focus on advancing nursing 
practice and enhancing quality patient care; especially in relationship to the 
nursing care of dying patients. Lack of adequate preparation throughout the 
nurses career is supported by the literature reviewed as contributory to the unmet 
needs of dying patients (Caswell & Ornery, 1990; Field, 1989; and Epstein, 1975). 
Nurses need to be prepared to meet the challenge of caring for the dying person 
(Caswell & Omery, 1990). This study revealed that critical components of holistic 
patient care were missing as evidenced by the minimal attention to the 
psychosocial and spiritual aspects of care. Communication, offering of self, 
empowerment, and spiritual care have all been documented as important to
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patients and families but was not supported by this study. Perhaps, nurses are 
focusing on the physical care because they feel comfortable with that particular 
aspect of terminal care. However, the dying patient needs more from nurses 
than just symptom control. Based on a chart review, nurses in this study are not 
providing holistic care to the dying patient A comprehensive nursing diagnosis 
focusing on the terminally ill patient would better support nurses caring for these 
patients thus decreasing their feelings and their fears associated with not being 
prepared.
The efficacy of nursing interventions depends on the nurse’s ability to 
accurately assess the patient. From the data gathered for this study, it appeared 
nurses may be misreading what they observe in relation to the terminally ill 
patient. Establishing defining characteristics would serve as a basis for the 
analysis of assessment data collected on a patient to determine if terminal care is 
needed.
Once it is determined if terminal care is needed, the use of a diagnosis 
specific to the terminally ill patient combined with the phases outlined by Kubler- 
Ross (1969) and the categories of therapeutic self-care delineated by Orem would 
assist nurses in choosing the appropriate physical, psychosocial, and/or spiritual 
interventions to best meet the needs of their individual patients. The 
development of the nursing diagnosis, Terminal Syndrome, would serve as a 
common vocabulary among nurses to better prepare them to care for their dying 
patients. It would also focus the many associated nursing diagnoses thereby
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increasing the holism and comprehensiveness of patient care. In other words, the 
quality of nursing care delivered to the patient would be positively impacted 
upon.
Recommendations 
Several recommendations can be made as a result of completing this 
research study. Study findings suggest a clustering of defining characteristics, 
nursing diagnoses, and nursing interventions related to terminally ill patients, 
regardless of disease origin. A replication study using a larger sample and same 
methodology may control the medical diagnosis variable, thus making the cancer 
group more heterogeneous. This study did not review charts for the following 
defining characteristics that were significant in the literature: 1) immobility; 2) 
malaise; 3) cough; 4) weight loss; and 5) fever. Greater definition would need to 
be given to these and added to the defining characteristics already listed in the 
data collection tool. Also the significant findings of this study need to be added 
to the data collection. Each section of this study should be studied separately on 
larger groups to gain support for what needs to be included in a Terminal 
Syndrome diagnosis which would also increase construct validity.
More research is required in the realm of psychosocial care and spiritual care 
needed by terminally ill patients and how these needs can best be met by nurses. 
A replication study utilizing a different non-malignant group of patients is needed 
to gain support for the assumption that terminal care is not just for the cancer 
patient but for all patients in the last stages of their illness. A study controlling
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for nurses’ education and experience level may assist in identifying if this impacts 
on the nurse’s ability to accurately assess the needs of the dying patient and their 
family, thus impacting on nursing diagnoses and interventions chosen for the 
patient
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NINE HUMAN RESPONSE PATTERNS
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1. Exchanging: a human response pattern involving mutual giving and receiving.
2. Communicating: a human response pattern involving sending messages.
3. Relating: a human response pattern involving establishing bonds.
4. Valuing: a human response pattern involving the assigning of relative worth.
5. Choosing: a human response pattern involving the selection of alternatives.
6. Moving: a human response pattern involving activity.
7. Perceiving: a human response pattern involving the reception of information.
8. Knowing: a human response pattern involving the meaning associated with 
information.
9. Feeling: a human response pattern involving the subjective awareness of 
information.
From the North American Nursing Diagnosis Association, St. Louis, 1986.
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Appendix B 
DIMENSIONS OF SUPPORTIVE CARE
1. Valuing: Having a respect for the inherent worth of others regardless of 
particular characteristics of any one individual. This enables the nurse to 
persist in trying to help even under adverse circumstances.
2. Connecting:
a. making the connection: establishing credentials, explaining role, 
establishing rapport;
b. sustaining the connection: being available, spending time, giving of 
self;
c. breaking the connection: connection starts to end with death of 
patient.
3. Empowering: Enabling the patient and family to do for themselves or to do 
whatever has to be done to meet their needs.
4. Doing for: Physical care, controlling pain and symptoms, making 
arrangements, lending a hand, negotiating the system on behalf of patient 
and family.
5. Finding meaning: Helping a patient make sense of their illness and 
prognosis, helping them live till they die, communication important, spiritual 
aspect reported, acknowledging death.
6. Preserving own integrity: Looking inward, valuing self, acknowledging own 
reaction.
(Davies & Oberle, 1990)

















presence of pressure sores 
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II. Currently Used Nursing Diagnoses Noted on Care Plans
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III. Currently Used Nursing Interventions Noted on Care Plans
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IV. Nursing Interventions in Nurse’s Notes Not Reflected in Care Plan





2. A g e__________
3. G ender________
4. R ace___________
5. Presence at any time of significant other Y es   No
6. Length of illness (when first diagnosed with disease) 
7. Length of stay in hospital (this particular visit)______
8. Length of Do Not Resuscitate (D N R )______________
9. All other medical impressions_____________________
10. What level of D N R _____________________
11. Religion______________________
Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.
82
Appendix E
GUIDELINES FOR CONDUCT OF NURSING RESEARCH
I. STANDARDS
A. All studies conducted by nurses, whether human, animal, or data 
gathering from charts, must be reviewed by the Nursing Research 
Review Committee (NRRC).
B. The human rights: 1) right to freedom from intrinsic risk of injury; 2) 
right to privacy and dignity; 3) right to confidentiality of all subjects, 
must be protected.
II. SUBMISSION GUIDELINES
A. All proposals must be submitted with one original and 12 copies of the 
following collated materials:
1. A cover page
2. A signed Human Subjects Committee Approval Form (graduate 
students)
3. The proposal
The proposal is limited to five typed pages and must include:
a. an abstract -  250 words or less







2. protection of human rights
a. subject consent form or
b. information letter
h. risk versus benefits
i. data analysis methods
A copy of all instruments must be attached (not included in five 
typed pages of proposal.
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4. Curriculum vitae is limited to three pages and must include 
credentials and experience related to proposed study.
B. Incomplete materials will be returned to the Principal Investigator.
C. Proposals must be submitted 6-8 weeks prior to planned date for 
implementation.
D. Proposals must be submitted to the Coordinator, Education and 
Research Department by the fifth of the month prior to the month in 
which the proposal will be reviewed (i.e., by May 5, 1991, for review on 
June 1, 1991).
III. APPROVAL GUIDELINES
A. The investigator must adhere to all entry/approval requirements.
B. Investigator will be assigned a sponsor/liaison - a member of the NRRC 
- who will serve as a consultant, advocate and/or facilitator for the 
investigator.
C. If the investigator changes the protocol during the course of the study, 
three (3) copies of the revised protocol must be submitted to the NRRC 
for approval.
D. If these changes are minor, approval will be given outside the regular 
NRRC meeting. If these changes are significant, the investigator must 
submit the revised proposal (original and 12 copies) for full NRRC 
review.
E. Studies may meet all guidelines but not be approved given the number of 
investigations involving and particular population or setting.
IV. NOTIFICATION REQUIREMENTS
A. The investigator shall be notified of the NRRC’s decision within two 
weeks after committee review of the proposal.
B. If approval is deferred because of recommended changes in protocol or 
consent form, changes must be made and revisions approved before the 
investigation can be conducted.
C. If medical liaison approval is required, the sponsor/liaison shall facilitate 
the process.
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D. NRRC must be notified of all the problems that develop during the 
study/project period. The investigator should notify his/her 
sponsor/liaison.
E. A report of findings must be submitted to the NRRC upon completion 
of the study.
F. The NRRC must be notified, in writing, of the termination of a study 
prior to its completion. Reasons for termination must be specified.
V. SUMMARY REPORT
A. A summary report (an original and one copy) is required for all 
approved investigations. The following data should be included:
1. Number and type of subjects studied
2. Brief summary of results obtained
3. Statement of any problems associated with the study
4. Recommendations based upon study results
5. Plans for publication and/or presentations




Principal Investigator: _  
Social Security Number: 
Address:
Phone:___________________________________




Number of Subjects Expected in this Study:
Expected Starting D ate:________________
Expected Duration of Study:____________
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Checklist for Submitting Proposals
One original and twelve (12) copies of all materials listed on this checklist are 
required for review. Each set should be collated in the following order:
[ ] Cover Page
[ ] University Human Subjects Committee Approval (Graduate Students)
[ ] Proposal
[ ] Curriculum vitae
These items should be delivered to the Education and Research Department 
before 4:30 p.m. on the fifth of the month. If these items are complete and 
submitted before the deadline, they will be included on the agenda for the 
meeting on the first Friday of the next month.




Submit Proposal Package 
(6-8 weeks prior to expected implementation)




Present Recommendations to NRRC
NRRC 
Act on Proposal 
If approved, assign sponsor/liaison 
Notify investigator of decision 
(within 2 weeks of NRRC meeting)
SPONSOR/LIAISON 
Obtain needed approvals 
Notify investigator of approvals 
Consult investigator re: implementation
INVESTIGATOR 
Obtain subject consent 
Collect data 
Submit summary report at completion of study 
Present findings and recommendations to nursing staff
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